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1992 Annual Report for the Alliance of Genetic Support Groups 

President's Report 

The Alliance of Genetic Support Groups has witnessed another year of continuing 
growth and development National and regional consumer-professional collaboration 
on behalf of the Alliance has been reenforced with the increased involvement of 
national related organizations such as the National Association of Genetic Counselors, 
the American Society of Human Genetics, the National Center for Human Genome 
Research Legal and Social Implications Program), the March of Dimes Birth 
Defects Foundation, and the continuing support of the Maternal and Child Health 
Bureau's Genetic Services Branch, but also the Regional Genetics Networks. Genetic 
support groups have been initiated all over the country and developing at a steady rate. 

Our office staff, consisting of Joan Weiss (Project Coordinator), Martha Volner 
(Health Policy Director), Mary Ann Wilson (Consumer Staff Representative), Mieko 
Kosobayashi (Secretary), and Gerry Siegler (Bookkeeper), continue to work to 
support and implement our many activities and reply to countless requests for service. 

We continue to provide infonnation to the public through our Alliance brochures, our 
monthly Alerts, and our Alliance exhibits of member brochures at national professional 
and consumer conferences. We also have been increasingly involved with media 
requests related to discrimination issues and health insurance deficiencies, as well as 
educational programs about genetics and genetic counseling. 

While we still continue to receive membership, governmental and grant support, 
funding activities must increase in the coming year in order to meet the need for the 
development of new projects and programs and the increasing requests for Alliance 
services. 

Join us in this year of challenge to work for the developing partnership of consumers 
and professionals interested in meeting the needs of those with genetic disorders and 
their families. 

Jayne Mackta, President 



MEMBER ORGANIZATIONS 

Int'I Rett Syndrome Assn. 

MEMBER ORGANIZATIONS IMPACC 

as of June 1991 Jackson Co. Assn. for Sickle 
Cell Disease. MS Nan Tube/ ous Sclerosis 

AboutFace Estate Planning for the Johns Hopkins Hospital, Assn. 
ALSAssn. Disabled Medical Genetics Nat'l. Vitiligo Fd. 
American Assn. of Kidney FACES Juvenile Diabetes Neurofibromatosis. Inc. 

Patients Familial Polyposis Registry Foundationlnt'1. NJDHS, Office for Prevention 
American Narcolepsy Assn. Families of Children Under Klinefelter Syndrome et NY Hospital/Cornell 
American Porphyria Fd. Stress Associates Div. of Human Genetics 
American Self-Help Families of Spinal Muscular Lactic Acidosis Sup. Grp. Noonan Syn. Support Group 

Clearinghouse Atrophy Let's Face It Organic Acidemia Assn. 
American Sickle Cell Anemia Family Support Network, Little People of America Osteogenesis Imperfecta Fd. 

Assn. UNVChapel Hill Lowe's Syndrome Assn. Oxalosis and Hyperoxaluria Fd. 
Angelman Research Group Fanconi Anemia Research M.gor Aspects of Growth in PM Foundation 
Arkansas Genetics Program Fund Children Foundation PacNoRGG 
Assn. for Children w/Russell- 5 p-Society Malignant Hyperthermia Paget's Disease Fd. 

Silver Syndrome Fd. for Ichthyosis et Related Assn. of the US Parent Assistance Comm. on 
Assn. for Glycogen Storage Skin Types March of Dimes Down Syndrome 

Disease Foundation for Nager and Marion Co. Health Dept. Perceptive Systems. Inc. 

~ 
Assn. for the Care of Miller Syndrome Sickle Cell Program Pilot Parent Partnerships 

Children'S Health Freeman-Sheldon Parent MARHGN Porcupine Health Unit 
Assn. of Genetic Sup. of Support Group Mt. Sinai Medical Center Prader-Wl1l1 Syndrome Assn. 

Australasia Genetic Interest Group, NYC-Social Work RP Fd. Fighting Blindness 
Assn. for Neuro-Metabolic England Services Register of Inherited 

Disorders Genetics Center, CHMC, Mucolipidosis IV Fd. Metabolic Disorders 
Beckwith-Wiedemann Sup. Akron, OH Muscular Dystrophy Assn. Roswell Park Cancer Inst 

Network Hallermann-Streitf Parent National Alliance for the Santa Monica Hospital Med 
Celiac Sprue Assn'/USA Association Mentally III Center 
Charcot-Marie-Tooth Assn. HBM Center for Human Nat'!. Assn. for Sickle Cell Self-Help Clearinghouse of 
Chesapeake Parent Genetics, Omaha Disease, MD Chapter Gr.WA 

Support Qrp. Healthy Mothers, Healthy National Ataxia Fd. Shriver Center for Mental 
Chromosome 18 Registry and Babies National Center for Education Retardation 

Research Society Hemifacial Microsomla/ In Maternal and Child Health Sjogren's Syndrome Fd. 
Cleft: Palate Fd. Goldenhar Family Support Nat'!. Down Syndrome Congress Smith-Lemli-opitz Org. 
Clinical Genetics at Child Network Nan Fd. for Ectodermal Soto's Syn. Support Assn. 

Dev Ctr, Hanover. NH Hemochromatosis Dysplasias Southwest Communication 
Clinical Genetics Program, Research Fd. Nan Fd. for Jewish Genetic Resources 

CHMC. Boston Hereditary Disease Fd. Diseases Spina Blfida Assn. of America 
Colorado Dept of Health, HHT Foundation Nan Fragile X Fd. Sturge-Weber Fd. 

Family et Comm. Health Human Growth Fd. Nat'!. Gaucher Fd. Support Group for 
Cooley's Anemia Fd. Huntington's Disease Soc. Nat'!. Hemophilia Fd. Monosomy 9-P 
Comella de Lange of America. NY Nat'1. Hydrocephalus Fd. S.O.F.T. 18, 1.3, et Related 

Syndrome Fd. Maryland Chapter Nat'!. MPS Society Disorders 
Cystinosis Fd. Northern CA Chapter Nan Marfan Fd., NY TARSA 

D.E.B.RA Puget Sound Chapter Central Ohio Chapter Tourette Syndrome Assn. 

DKADA Rocky Mt Chapter Nat'!. Neurofibromatosis Fd. Treacher CoIlins Fd. 

Developmental Disablllties 
W. PA Chapter NOAH Triad Sickle Cell Anemia Fd. 

Indiana U Med Ctr;; NORD Turner's Syn. Society of the US 
Prevention Program, NY Clinical Services Nat'!. Parent Network on United Leukodystrophy Fd. 

Donald J. Allen Memorial Immune Deficiency Fd. Disabilities U. of Michigan, Dlv. of Gen. 
Huntington's Disease Clinic Inherited Metabolic Nat'!. Scoliosis Fd. U of NM Med Sch., Pediatrics 

Dysautonomia Fd. Diseases Clinic Nat'l. Soc. of Genetic Vlvigen 

-) Ehlers-Danlos National Fd. Integrated Genetics Counselors Von Hippel Lindau 
Eastern Area Sickle Cell International Joseph Nat'!. Tay-Sachs and Allied Williams Syndrome Assn. 

Assn., Jacksonville, NC Diseases Fd. Diseases Assn. Wilson's Disease Association 
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BOARD OF DIRECTORS 

OFFICERS AND BOARD MEMBERS: 

Jayne Mackta, President 

Betsy Anderson; Vice President for Consumers 

Joan Burns, Vice President for Professionals 

Joseph P. Smith, Treasurer 

Charles F. Evans, Secretary 

BOARD 

Ruby Bishop 
Cystic Fibrosis Foundation 

Robin Blatt, MPH 
Education Coordinator 
Massachusetts Genetics Program 

Jessica Davis, MD 
NY Hospital, Cornell Medical Center 

Joan Edwards 

Betsy Trombino 

Iliana Hernandez 

Lee Kitchens 

CONSULTANTS TO THE BOARD 

Beverly Raff, Ph.D. 

Edward Duffy 
Maternal and Child Health 
Project Consultant 

R.C. Baumiller, SJ, Ph.d. 

Steven Laver 

Geraldine McGrath 

Donna Gore Olsen 

Luther Robinson, MD 
Buffalo Children's Hospital 

Barbara Smith 

Ann Walker, MS 

Joan O. Weiss, MSW 
Coordinator 

Martha Volner, MSW 
Health Policy 

Mary Ann Wilson 
Consumer Representative 

Mieko Kosobayashi 
Secretary 

Geraldine Siegler 
Bookkeeper 


